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About the Community of Practice

The National Community of Practice for Supporting
Families of Individuals with Intellectual and
Developmental Disabilities will help five states
develop systems of support for families throughout
the lifespan of their family member with intellectual
and developmental disabilities. The objective of the
grant is to develop systems of supports for families
throughout the lifespan of their family member.

Facilitating the Community of Practice

Grant partners include

« Mational Association of State Directors for
Developmental Disability Services (NASDDDS)

»  University of Missouri-Kansas City — Institute for
Human Development (UMKC-IHD)

= Human Services Research Institute (H5R1)

« Mational Association of Councils on
Developmental Disabilities (NACDD)

Goals of the CoP

The goals of the Community of Practice are:

« tocreate a model framework for supporting
families that addresses the needs of families with
a family member with I/DD across the lifespan
and supports states to develop and sustain
exemplary family support practices.

» to develop and facilitate a multi-level Community
of Practice designed to build capacity within states
and the nation to create policies, practices, and
systems to better assist and support families that
include a member with I/DD across the lifespan.

» to capture and share lessons learned and products
to develop, implement and sustain exemplary
practices to support families and systems

Community of Practice for Sugporting Families of
Individuals with Intellectual

Developmental Disabilities

The Goal of Supporting Families

The overall goal of supporting families, with all of
their complexity, strengths and unigue abilities
is so they can best support, nurture, love and
facilitate opportunities for the achievement of
self-determination, interdependence, productivity,
integration, and inclusion in all facets of community
life for their family members.
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Learn about policies and practices forsupporting families, find resources connect with the Community of Practice,
and share your ideas about supporting families:

/ﬁ\ Visit our website at

www.supportstofamilies.org

v’ Sign up for our mailing list at
www.supportstofamilies.org

Like us on Facebook at
facebook.com/supportstofamilies

Follow us on Twitter at
twitter.com/familieswithidd

The Community of Practice (CoP) Supporting Families throughout the Lifespan is operated under a five year grant awarded to NASDDDS by the
Administration on Intellectual and Developmental Disabilities (AIDD) beginning October 2012,

Goal: To create a
model framework for
supporting families
that addresses the
needs of families with
a family member with
ID/DD across the
lifespan.

Wingspread Report
http:// www.ct.gov/dds/cwp/v
iew.asp?a=2042&0=537862
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CHARTING

the life course QQQ@@

What is Charting the Life Course?

Charting the Life Course is a framework that was
developed to help individuals with disabilities and
families at any age or stage of life think about what
they need to know, identify how to find or develop
supports, and discover what it takes to live the lives
they want to live. Individuals and families can focus
on their current situation and stage of life but may
also find it helpful to look ahead to start thinking
about what they can do or learn now that will help
build an inclusive, productive life in the future.

Life is a journey - Our lives are not
static, they change every day.

It's all about vision - Anything is
possible, with the right vision.

Everything is connected - What you do
today affects yvour life in the future.

Framework for Supporting Individuals and o Our overall compass Tfor people with
Families throughout the Life Course disabilities and their families is “guality of life.”

Supporting Families

Community of Practice

A

http://supportstofamilies.

GOAL

Individual Families
Will achieve salf-determination, Will be supported in ways
interdependence, productivity, that maximize their capacity,
integration, and inclusion in strengths, and unique abilities to
all facets of community life est nurture, love, and support the

individual to achieve thair goal

org/cop/

10 Committees

Recognizing that individuals exist within a family system

Affaction & Self-Esteem

Repository of knowledge

Lifetime commitmeant

Provider of day-to-day care

o Material /Financial
Facilitator of inclusion, recreation,

0 o o ° @ @ Caring For spirituality and meaningful activities

Bieth — Early child -— Schasl — Tranabion -------ne T T Aging Advocate for support

Michelle “Sheli” Reynolds, PhD | UMKC-Institute for Human Development | mofamilytofarmily.org

Familyto-Family Connections
Employment

Healthy Living

Housing/Home Supports
Information Navigation
PersonCentered Planning
Positive Behavior Support
Respite/Social Opportunities
SeltDirected/InHome Supports
Technology
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Re-evaluating current services —
How many could we serve?

People Served

Data Source: Lakin, K.C. MSIS and NCI data from 4 states (1,240

NASDDDS

National Association of State Directors of Developmental Disabilities Services
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System Change We are moving into a  PartnershipsStakeholders move
Learning takes time new generation of from fearbased responses to
services. lItis hard to lei hope-based action planning
go of the familiar.
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Family Engagement Isolated families result in Fundingfor family networking,
Families benefit from increased needs mentoring, training and cargiving
collaborations with overtime supports are available to assist familie
other families to be resilient and to support new idee
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Community Stakeholder®ften ask  Training:Stakeholders learn the
Engagement & for help from the I NI 9 &OASYyOS 2
Reciprocal community without 0 KNBSaK2t Ra¢ I yF
Contribution showing how reciprocal community partnerships based

contributions will occur. upon equality& mutual reward

THIN

Community
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Life Course Principles  IDD services aneot as Staffing: Partnering with practitioners
Helping families build effective or efficientas from each life stage reduces duplicatic

upon life stages is more they can be when of services & helps lead to better
effective then waiting for provided in a silo, or outcomes for people with IDD.
people to arrive at the  when services are Appropriate support is available at eac

door of adult services  separated from previous life stage.
developmental stages
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Lifespan Accomplishments Future Next Steps
Areas of Change

Messaging Posters, Displays, DDS Fam\iiebsite, COP Website, Videos, Success
Bookmark Stories, DDS 101 updates

Positions Youth Coordinator, Transition & Helpline, Case Managers,
Education Advisors, Case Managers, Employment and Technology
Family Resource Team Members Positions

Partnerships DD Council, B3, SDE Lifespan Continued expansion with
Committee, SDE presentations, groups across the lifespan,
Transition Community of Practice, Agin especially locabased
Livable Communities Partnership, community groups

Assistive Technology Projects,
Employment Partnerships

Funding Respite, Family Grants *New providers, system
improvements, new funding
where possible

Policies & PWCL Waiver Service *CoP Committees Sustainability
Procedures Goals

Training Academy Project Trainings for Families

Quiality LEANADP/Compass ProjecNavigating NCI, QSR

Across the Lifespan



A GOOD LIFE

INTEGRATED
COMMUNITY-BASED SUPPORTS

Disability
services,

Medicaid,
TECHNOLOGY-BASED Social

Security, DSS
Section 8 ”r
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Caring For and { SLI NI Ay 3 & C Our communities become caring places for
Caring About I yR aOI NAy 3 17 all. We care for ourselves and we care for
G/ F NAyYy 3 | 62 dzi the probability of abuse & one another.

ID/DD is the responsibility neglect

of all. It isnot just a family

concern.
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CAREGIVER SUPPORTS



As you look at the work of the
committees consider:

A GOALS: What are the goals of this
committee for the next two years? What are
the planned activities of this committee? Can
you -contribute to the implementation of
these goals and activities?

A LEARNING MOMENTS: What did the
committee learn in the first year? Did any of
the learning moments provide ideas on how
you can live your life/or do you work
differently?




As you look at the work of the
committees consider:

ABEST PRACTICES: What did the
committee learn about best practices that
they now want to share with others? How
can you help share this information?

APOLICY CHANGES: What are the critical
policy changes that this committee may
nave identified? Can you help with this?




Sharon LewIs the Principal Deputy Administrator
at the Administration for Community Living (ACL)

FromMarch 2010 to April 2012, Ms Lewis served as the Commissioner of the
Administration on Developmental Disabilities. Prior to her appointment as
Commissioner, she served as the Senior Disability Policy Advisor to U.S. House
Committee on Education & Labor, advising members of the Committee on
legislative strategy and disabilitglated policy issues education employment

and healthcare, and as a Kennedy Public Policy Fellow for U.S. Senate
Subcommittee on Children & Families.

Sharonis the recipient of numerous awards, including the 2010 Distinguished
Leadership in National Disability Policy Award and the Consortium for Citizens
GAOK S5AaloAftAGASE [ KFANNYIEYQA ! 6F NRP L
the Oregon Developmental Disabilities Coalition and for The ARC. She served as
co-chair of the Oregon Family Action Coalition Team, founded
DisabilityCompass.org and managed the Oregon Partners in Policymaking
Program. Sharon is a parent to three daughters, including one wdtbadbility.






